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Findings
Informing change
Finding the best way 
to develop and fund 
support for the increasing 
numbers of older people 
in society is a political 
priority. Understanding, 
measuring, improving and 
monitoring their overall 
quality of life (not just the 
quality of their care) will 
be the main challenge. 
This study presents the 
views of older people with 
high physical and mental 
support needs who have 
described what they want 
and value in their lives, 
and proposes a model 
to assist policy-making, 
research and practice. 
Key points
s   4HE VIEWS OF OLDER PEOPLE WITH HIGH SUPPORT NEEDS HAVE RARELY BEEN 
SOUGHT 2EASONS FOR THIS INCLUDE THEIR INVISIBILITY COMMUNICATION ISSUES 
AND THE LACK OF A COLLECTIVE VOICE 
s   0ARTICIPANTS IN THE STUDY WANTED AND VALUED DIFFERENT THINGS IN THEIR LIVES 
BUT ALL EXPRESSED COMMON HUMAN NEEDS FOR SOCIAL PSYCHOLOGICAL AND 
PHYSICAL WELLBEING 
s   0EOPLE VALUED THEIR CLOSE EMOTIONAL RELATIONSHIPS THOUGH SOME 
EXPRESSED CONCERNS ABOUT @IMPOSING ON FAMILY AND FRIENDS -ANY HAD 
MADE NEW FRIENDS AS A RESULT OF THEIR INCREASING SUPPORT NEEDS 
s   (AVING CONTROL OVER THEIR LIVES WAS IMPORTANT BUT MEANT DIFFERENT 
THINGS TO DIFFERENT PEOPLE !DJUSTING WELL TO CHANGE WAS ALSO CENTRAL TO 
PSYCHOLOGICAL WELLBEING AND THIS MIGHT REQUIRE SUPPORT 
s   0ARTICIPANTS VALUED GETTING OUT AND ABOUT KEEPING MENTALLY AND 
PHYSICALLY ACTIVE AND HAVING CONTACT WITH NATURE
s   #ARE SUPPORT AND OTHER PEOPLES TIME WERE KEY FACTORS THAT ENABLED OR 
PREVENTED PEOPLE DOING THINGS THAT MATTERED TO THEM
s   0ARTICIPANTS FACED VARIOUS CHALLENGES AND DIFFICULTIES SOME A RESULT OF 
ILLNESS DISABILITY AND AGEING BUT MANY BECAUSE OF LACK OF ACCESS TO 
INFORMATION MONEY TECHNOLOGY EQUIPMENT AND TRANSPORT
s   4HE STUDY PROPOSES A MODEL SEE P 	 OF WHAT OLDER PEOPLE WITH HIGH 
SUPPORT NEEDS VALUE IN THEIR LIVES 
November 2011
Background 
This study is part of JRF’s A Better Life programme. It aims to provide a framework for 
understanding what older people with high physical or mental support needs want and 
value in their lives.  
4HE EXPERIENCES AND WISHES OF THIS GROUP HAVE UNTIL VERY RECENTLY NOT BEEN SOUGHT 4HE AUTHORS SUGGEST FIVE 
EXPLANATIONS FOR THIS LINKED TO 
 
s   COMMUNICATION ISSUES RELIABILITY OF DATA AND ETHICS ESPECIALLY IN RELATION TO PEOPLE WITH COGNITIVE IMPAIRMENT
s   UNDUE FOCUS ON HEALTH AND CARE NEEDS AT THE EXPENSE OF WIDER QUALITYOFLIFE ISSUES
s   ASSUMPTIONS ABOUT OLDER PEOPLE THAT IGNORE SOCIAL ROLES INDIVIDUALITY AND CHOICES
s   STEREOTYPES LANGUAGE BARRIERS AND ASSUMPTIONS OF HOMOGENEITY THAT IGNORE DIVERSE VOICES
s   FAILURE TO ENCOURAGE OLDER PEOPLE WITH HIGH SUPPORT NEEDS TO GET INVOLVED IN CAMPAIGNING FOR THEIR RIGHTS
What older people with high support needs value
/LDER PEOPLE WITH HIGH SUPPORT NEEDS VALUE SIMILAR THINGS TO EVERYONE ELSE (OWEVER MANY HAVE HAD TO ADAPT THE 
WAY THEY MEET THEIR NEEDS OR COME TO TERMS WITH UNMET NEEDS AS A RESULT OF ILLNESS OR DISABILITY AND OTHER ISSUES 
SUCH AS MONEY OR INFORMATION 4HE THINGS THAT OLDER PEOPLE VALUE CAN BE DIVIDED INTO THREE SOMETIMES OVERLAPPING	 
ASPECTS OF WELLBEING SOCIAL PSYCHOLOGICAL AND PHYSICAL 
Social
0ARTICIPANTS VALUED THEIR RELATIONSHIPS AND SOCIAL INTERACTION VERY HIGHLY THOUGH SOME WORRIED THAT THEY MIGHT BE 
@IMPOSING ON PEOPLE -ANY PARTICIPANTS DESCRIBED NEW FRIENDSHIPS RESULTING FROM INCREASING CARE NEEDS n THROUGH 
MOVING INTO HOUSING SCHEMES OR RESIDENTIAL HOMES MEETING CARE STAFF INCLUDING HOME CARERS	 OR ATTENDING DAY 
CENTRES 4HE PROSPECT AND REALITY OF MEETING NEW PEOPLE SEEMED TO BRING A NUMBER OF PSYCHOLOGICAL BENEFITS
I like meeting with people. When I came to the day centre, I felt like a new person ... I relax and I’m 
comfortable here. 
Gertrude, 74, who lives alone 
0ARTICIPANTS CULTURAL LIVES INCLUDED MUSIC ART AND CRAFTS THEATRE RELIGIOUS OBSERVANCE AND WATCHING TELEVISION 
4HESE BROUGHT BENEFITS INCLUDING SOCIAL INTERACTION RELAXATION A SENSE OF ACHIEVEMENT MENTAL STIMULATION AND 
CONTINUITY WITH THE PAST /THERS VALUED THE ROLES THEY PLAYED OR WANTED TO MAKE MORE OF A CONTRIBUTION TO THEIR 
COMMUNITY 
I want to do some more work ... some voluntary work ... helping out with tea or something like that or 
serving customers. 
Jack, 73, with learning difficulties and a heart condition, living in sheltered housing
Psychological
3ELFDETERMINATION OR BEING IN CONTROL OF THEIR LIVES MATTERED TO EVERYONE BUT IT MEANT DIFFERENT THINGS TO DIFFERENT 
PEOPLE @)NDEPENDENCE MIGHT BE ABOUT STAYING IN YOUR OWN HOME BEING SELFSUFFICIENT KEEPING THE HOUSE IN ORDER 
OR KEEPING YOURSELF CLEAN NOT IMPOSING ON FAMILY MAKING YOUR OWN DECISIONS OR BEING ABLE TO PURSUE YOUR OWN 
INTERESTS -ANY PARTICIPANTS SEEMED HAPPY TO DELEGATE KEY DECISIONS OR TAKE ADVICE FROM THOSE THEY TRUSTED 
My daughter does all my banking for me ... because I’d made a muck of things ... but everything’s been 
sorted out now ... It’s fine,  
I don’t bother, as long as she’s able to do it,  
it’s fine. 
June, 85
7HILST CONTINUITY WAS VALUED MANY PARTICIPANTS DEMONSTRATED CONSIDERABLE ADAPTABILITY TO A WIDE RANGE OF CHANGING 
CIRCUMSTANCES (OWEVER SOME WANTED MORE SUPPORT TO HELP THEM ADJUST TO CHANGE
You begin to wonder in your moments of depression, have you got any time left to do anything? Where am I 
going? Because up until now there’s always been a sense of purpose. 
Jimmy, 89
Physical
,IVING IN A SAFE SECURE AND PLEASANT ENVIRONMENT WAS IMPORTANT THOUGH MANY PEOPLE DESCRIBED COMPROMISES THEY 
HAD MADE ON HOUSING $ESPITE HAVING MULTIPLE HEALTH PROBLEMS GETTING OUT AND ABOUT WAS STILL VERY IMPORTANT TO 
MANY PARTICIPANTS AND SOME TOOK GREAT RISKS TO GO OUT GIVEN SENSORY IMPAIRMENTS OR RISK OF FALLING 3OME WANTED TO 
TAKE PHYSICAL EXERCISE BUT LACKED OPPORTUNITIES TO DO SO #ONTACT WITH NATURE WAS VALUED OUTDOORS IN THE GARDEN IF 
POSSIBLE OR VIEWED THROUGH A WINDOW ON THE TELEVISION OR THROUGH THE INTERNET 
It’s lovely to go outside, and I’ve got the [electric wheel]chair, that’s where it’s made the difference. I can go 
outside now and get some fresh air, it’s wonderful … 
Millie, 89, who has dual sensory impairment
Factors that help or hinder quality of life 
Care and support
0EOPLE VALUED FRIENDLY CARERS WHO GIVE APPROPRIATE AND RESPECTFUL SUPPORT #ONTINUITY OF CARE FROM FAMILIAR PEOPLE 
WAS VERY IMPORTANT 3PECIFIC EXAMPLES WERE GIVEN OF OVERSTRETCHED CARERS INFLEXIBLE OR BADLY TIMED SUPPORT AND 
POOR STAFF ATTITUDES 
Other people’s time
4HE QUANTITY AND QUALITY OF TIME SPENT BY FORMAL CARERS AND OTHERS MADE A SIGNIFICANT IMPACT AND HELPED PAID CARERS 
TO UNDERSTAND THE PERSON AND HOW THEY WANTED TASKS TO BE DONE
Other issues
,ACK OF MONEY WAS A RECURRING THEME AND THE PROVISION OF INFORMATION ABOUT SERVICES SEEMED TO BE HAPHAZARD 
3OME PARTICIPANTS WERE MISSING OUT ON OR HAD WAITED FOR SOME TIME TO RECEIVE	 SUITABLE MOBILITY OR COMMUNICATION 
EQUIPMENT OR ACCESS TO BASIC TECHNOLOGY SUCH AS THE INTERNET OR A LOOP SYSTEM 
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A model to explore what people want and value
4HE MODEL BELOW	 DISTINGUISHES BETWEEN WHAT PEOPLE WANT AND VALUE ACROSS DIFFERENT ASPECTS OF THEIR WELLBEING 
SHOWN IN THE OUTER CIRCLE	 AND THE FACTORS THAT HELP OR HINDER THEM TO ACCESS THESE NEEDS INNER CIRCLE	 4HE OLDER 
PERSON IS AT THE CENTRE OF THE CIRCLE A REMINDER THAT THIS IS ABOUT DIVERSE INDIVIDUALS AND WHAT THEY WANT FROM 
THEIR LIVES NOT WHAT SERVICES AND POLICIES DECIDE THEY CAN HAVE 4HE OLDER PERSON IS REPRESENTED AS @ME TO GIVE 
OWNERSHIP TO PEOPLE WHO USE THE SERVICES AND TO REMIND OTHERS USING THE MODEL THAT THIS IS n OR WILL BE n ABOUT 
THEM TOO 
Implications
4HE STUDY SHOWS THAT OLDER PEOPLE WITH HIGH SUPPORT NEEDS INCLUDING THOSE WITH DEMENTIA CAN AND WANT TO 
ARTICULATE THE THINGS THAT MATTER TO THEM 4HERE MAY BE SCOPE TO DEVELOP A STRONGER COLLECTIVE VOICE FOR THIS GROUP 
POSSIBLY USING THE INTERNET AS A MEANS OF COMMUNICATION FOR SOME 
4HE MODEL CAN BE USED IN A NUMBER OF WAYS 
s   AS A PROMPT TO IDENTIFY AND EXPLORE WHAT INDIVIDUAL OLDER PEOPLE WITH HIGH SUPPORT NEEDS WANT AND VALUE IN THEIR 
LIVES TO BE USED BY OLDER PEOPLE THEIR FAMILIES AND PROFESSIONALS 
s   AS A TOOL IN THE EDUCATION AND TRAINING OF PROFESSIONALS WORKING WITH OLDER PEOPLE 
s   AS A FRAMEWORK FOR COMMISSIONING SERVICES BASED ON OUTCOMES FOR OLDER PEOPLE RATHER THAN ON THE INPUT OF 
SERVICES 
s   AS A TOOL FOR UNDERSTANDING THE TRADEOFFS INDIVIDUAL BUDGET HOLDERS ARE OR ARE NOT	 WILLING TO MAKE AND
s   AS AN AID FOR RESEARCHERS WHO ARE EXPLORING QUALITYOFLIFE ISSUES FOR OLDER PEOPLE WITH HIGH SUPPORT NEEDS AND 
ASSESSING THE IMPACT POLICIES AND SERVICES HAVE ON THEIR WELLBEING 
About the project 
4HE STUDY INVOLVED A REVIEW OF THE LITERATURE ON WHAT OLDER PEOPLE ANDOR PEOPLE WITH HIGH SUPPORT NEEDS VALUE 
IN THEIR LIVES FOLLOWED BY QUALITATIVE FIELDWORK TO VERIFY THE EMERGING THEMES 4WENTYSIX PEOPLE WITH HIGH SUPPORT 
NEEDS AGED BETWEEN  AND  WERE IDENTIFIED THROUGH THE /PEN 5NIVERSITYS NETWORKS 4HE PARTICIPANTS WERE 
DIVERSE IN TERMS OF THEIR GENDER ETHNICITY GEOGRAPHICAL LOCATION AND TYPE OF DISABILITY OR HEALTH CONDITION AND 
THEY HAD NOT PREVIOUSLY BEEN CONSULTED 4HE RESEARCHERS ADAPTED AN EXISTING TOOL @4HE &ACETS OF ,IFE 7HEEL AS 
A PROMPT FOR INDEPTH INDIVIDUAL CONVERSATIONS WITH THE PARTICIPANTS ABOUT WHAT THEY VALUED IN THEIR LIVES 4HEY 
ANALYSED THE INTERVIEW DATA TO EXPLORE HOW PARTICIPANTS EXPERIENCES CONFIRMED OR DIFFERED FROM THOSE OF PREVIOUS 
STUDIES
About the programme
4HIS STUDY WAS COMMISSIONED AS PART OF THE *OSEPH 2OWNTREE &OUNDATIONgS @"ETTER ,IFE PROGRAMME OF WORK WHICH 
AIMS TO IMPROVE QUALITY OF LIFE FOR OLDER PEOPLE WITH HIGH SUPPORT NEEDS )T IS THE FIRST PAPER IN A PACKAGE FOCUSING 
ON DIRECT AND DIVERSE EXPERIENCES AND VOICES )N *ANUARY  WE WILL PUBLISH PAPERS THAT EXPLORE THE PERSPECTIVES 
OF DIVERSE GROUPS OF OLDER PEOPLE AND LAUNCH A MICROSITE CALLED THE @4HE NEW OLD AGE WHICH WILL PROVIDE A DIGITAL 
PLATFORM FOR OLDER PEOPLES WORDS AND IMAGES 
www.jrf.org.uk
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